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| 1 NTRODUCTI ON

The m ssi on of t he Massachusetts Devel opnent al

Disabilities Council is to provide opportunities for
people wth devel opnental disabilities and their
famlies to enhance | ndependence, productivity,

I ntegration and incl usion.

The Massachusetts Devel opnental Disabilities Council is conprised
of twenty-eight volunteer nmenbers and a small staff. Menber s
are appoi nted by the Governor for up to three-year terns, and in-
clude individuals with devel opnental disabilities, famly nenbers
or guardi ans  of people wth devel opnent al disabilities,
prof essionals, advocates, and representatives of state and
private service agencies. It is the Council’s belief that the
greatest inmpact on public policy occurs through self-advocacy,
which is supported by the devel opnent and mai ntenance of strong
coalitions. W work to educate policy makers by bringing people
wi th devel opnental disabilities and their famlies together with
policy nmkers to advocate on their own behalf. The Counci
fosters and supports coalitions with other advocacy and comunity
groups, and supports close working relationships anong and
bet ween the various public and private service providers.

Al t hough the exact nunber is unknown, it is estimated that over
108, 000 Massachusetts citizens have a devel opnental disability. A

“ devel opnental disability,” as defined in federal law, is a
severe, chroni c, often lifelong disability that causes
substantial limtations in several major |ife activities such as:

self care, receptive and expressive | anguage, learning, nobility,
self-direction, the capacity for independent |iving, and econonic
sel f-sufficiency. It is attributable to a nental, enotional,
sensory, and/or physical inpairnment that is apparent before the
age of twenty-two. People with devel opnental disabilities often
need a conbination of special services, supports, and other
assistance that is likely to continue indefinitely. People with
devel opnent al disabilities constitute the nost severely
under served popul ation in the Comonweal t h.

The Council devel ops Annual State Plan objectives to address the
nost inportant issues affecting people wth devel opnenta

disabilities. Priorities are established through the input from
people wth developnental disabilities and their famlies.

Initiative teams, which include nenbers and staff as well as
consuners, advocates, and other interested individuals, develop
both short and long-term objectives and action plans to address
these priorities. The Council’'s success is neasured by both its
ability to achieve the outcones established by the State Pl an,

and the real inpact that these outcones have on the lives of
peopl e with devel opnental disabilities and their fam|lies.

1999 was the second full year in which Councils were required to
report the quantitative results of their activities. The results



identified in this report were generated fromboth the activities
undertaken to neet the Council’s State Plan bjectives and
t hrough col | aborative activities undertaken with our DD Partners,
the University Affiliated Prograns and the Protection and
Advocacy Agency, as well as our partnerships with other state
agencies and the disability advocacy comrunity.



1 REPORTI NG YEAR STATE TRENDS

The inmpact of the O nstead case was imediately evident in
Massachusetts as two mpjor lawsuits were filed in 1999. In
Rolland v. Cellucci was filed on behalf of 1600 nursing hone
residents wth devel opnental disabilities not receiving nmedically
necessary services in the nost integrated settings. Plaintiffs
argued that these class nenbers were unnecessarily admitted to
and inappropriately confined to nursing facilities, and could
live in the comunity if provided with appropriate supports

medi cal services. A settlenent agreenent provides that 75
individuals will receive residential and other supports in SFY
2000, another 175 in 2001 and 2002, and 150 per year from 2003-
2007. Speci alized services will also be provided to nenbers
residing in nursing hones. The state |egislature added $2
MIlion in additional resources to the DVMR Waiting List account

to provide services for nursing home residents with devel opnental
disabilities in 2000.

Anderson v. Cellucci focuses on the 2400 people on the DWW
waiting list. Plaintiffs argue that the Medicaid Act requires
services to be provided in a "reasonably pronpt nmanner". The
suit seeks to offer all plaintiffs the full range of |ICF/ MR or
hone and community based waiver services within 90 days, all
eligible plaintiffs the choice of receiving ICF/ MR or honme and
community based services, and a fair hearing to plaintiffs not
provi ded Medi caid services within 90 days.

Increases in funding for disability prograns continued in 1999.
The DWR received a $10 mllion increase to provide services for
people on the waiting list. It is estimated that 443 people w |
recei ve services, 143 of who are currently in crisis situations.
As a direct result of the advocacy efforts of the Counci
supported Disability Policy Consortium (DPC), funding for three
historically neglected agencies increased by $8.5MI1ion. MRC
received $7 MIllion for vocational rehabilitation, enploynent
assi stance, independent living, home care and head injury
servi ces. The Commission for the Deaf and Hard of Hearing
received $112,501 for interpreter services and operations, and
the Comm ssion for the Blind received $1.388 MIlion for turning
22, vocational rehabilitation, workshop services, Medicare and
adm ni strati on.

The Senior Pharmacy Program received a $21.7 MIlion increase
that raised the maximum income eligibility requirenment and
i ncreased the annual benefit up to $1,250 per year. $20 MIlion
was also appropriated for a new Pharnmacy Plus, Catastrophic
Phar macy Assistance Program for elders and younger persons wth
di sabilities experiencing high prescription expenses. The state
also initiated a program to aggregate the purchase of
prescription drugs to nake pharmacy costs nore affordable to the
Seni or Pharmacy and Pharmacy Pl us recipients, anong others.



The new Honme Modifications Loan Program was financed through a
bond providing $10MIlion over five years. MRC received $2
MIlion in 1999 and has begun inplenentation of the program
Peopl e have enrolled in a lottery for the first round of deferred
paynent loans from $1,000 to $25,000, which wll be made
available at 0% interest or below market rate depending on
income. MRC estimates that 200 eligible househol ds per year w ||
be served under this program

[11. COUNCI L RESULTS
Sel f-Determ nati on

The MDDC Consuner Enpower nent Program provides opportunities for
people with DD and famly nmenbers to attend conferences, training
sessions and simlar events to enhance their self-advocacy and
| eadership skills. Through a grant to Regina Villa Associates the
Counci | conducted | egi sl ative advocacy training and assisted | ow
i ncidence disability groups to develop advocacy strategies to
pronote their |egislative agendas. The Council also continued
support to the advocacy efforts of the D sability Policy
Consortium The Council held its bi-annual orientation for new
| egi sl ators and annual Legislative Reception to continue efforts
to bring people with DD together with policymkers to advocate on
their own behal f. The Council also conducted a statew de canpai gn
to raise public awareness of the contributions of persons wth
devel opnmental disabilities. The MDDC awarded several snall grants
under self-determ nation. MA Advocates Standing Strong, a new
organi zation |led by self-advocates to support snaller groups
across the state, held its founding conference. MA Famlies
Organi zi ng for Change strengthened individual and famly advocacy
in the Boston Metro Region, the Neal Pike Institute updated and
di ssem nated an Estate Pl anning Guide, and The Boston Foundati on
and the Disability Law Center inplenmented the * Leadership
OQpportunities for Youth with D sabilities” project. The Council
publ i shed “ People First” , an analysis of all budget line itens
relevant to the disability community. The MDDC participated in a
joint initiative with NCSL to facilitate comunication with its
menbers to better inpact state policy on DD. The Counci
continued its collaboration wth other disability groups,
including the SILC, the Coalition for the Legal R ghts of Persons
with Disabilities, the Governor’'s Commssion on M the DWW
Statewi de Advisory Council and the Governor’s |nteragency
Coor di nati ng Council .

951peopl e have control, choice and flexibility in the services/supports
they receive

403 people on waiting list(s) received services/supports

$46, 228,858 public dollars were |everaged for per son-directed
i ndi vi dual services/supports $10, 676, 351public dol l ars wer e
| everaged for famly-directed fam |y services/supports



$193, 225private dollars were leveraged for individual- and famly-
directed services/supports $12,600 dollars were |everaged to expand
Counci| self-determ nation projects $63,488dollars were |everaged to
expand Council fam |y services/supports projects

18 peopl e attai ned nmenbership on public and private bodi es and boards

75 people in generic occupations received training in person-and
fam |ly-directed services/supports 262 public pol i cymakers wer e
educat ed about person-and fam|y-directed services/supports 2,358 copi es
of products were distributed to policynakers about services/supports

517 people were active in systems advocacy about person-and famly-
di rected services/supports 980 people were trained in systems
advocacy about person- and family-directed services/supports

3,549 menbers of the general public were reached through Council public
awar eness activities

149 people were supported through the Council’s Consuner Enmpowernent

Funds (CEF) Program

Enpl oynment

The MDDC continued to support the Disability Enploynent Project,
a nultiyear collaborative between the Council, MRC and the state
Human Resources Division and the Council to provide enploynent
opportunities for people wth severe disabilities in state
governnent. In collaboration with the Northeast |ndependent
Living Program the Council conducted an assessnment study to
anal yze career devel opnent prograns for students between the ages
of 12-18. The project identifies prograns that provide optina

inclusion and choice for students and woirks to replicate
successful strategies in additional districts. The Counci

conducted a statew de canpaign to raise public awareness of the
contributions of persons with DD to their commnities and to
i nprove enpl oynment opportunities. This initiative was inplenented
in partnership with the Departnents of Mental Retardation and
Rehabilitation, and the Governor’s Comm ssion on Enploynment. The
MDDC awar ded several small grants under enploynent. Seven Hills
Occupational & Rehabilitation Services provided education in
self-determnation and work based |earning experiences, to
prepare students with devel opnental disabilities for enploynent.
The Council also provided funding for mni-grants to mnority
organi zations through the Institute for Cormunity Inclusion. The
Capacity Interchange Project increases the capacity of grassroots
mnority and diverse organizations to develop and enhance
supports and services for individuals and famlies. The Counci

continued its collaboration with other disability groups through
active participation on numerous work groups and task forces.
These organi zations include the MA Partnership for Transition

the MA Transition Initiative, the President’s Conmttee for the
Enpl oyment of People with Disabilities, the Business Leadership
Network Conmittee, the Enploynent Services Action Council, the



St atewi de | ndependent Living Council, and the Rehabilitation
Advi sory Committee.

21 Adults have jobs of their choice
$4, 925,107 public dollars were | everaged for enpl oynment prograns

131 people on waiting list(s) received services/supports

$213, 103 dollars were | everaged to expand Council enploynment projects
7 enpl oyers provided vocational supports to students on the job

18 busi nesses/ enpl oyers enpl oyed adults

1 new public enpl oynment progranipolicy was created

5 current public enpl oynment prograns/policies were inproved

52 people in generic occupations/professions facilitated enpl oynent

182 people in disability-related occupations/professions facilitated
enpl oyment

658 public policynmakers were educated about enpl oynent

190, 170 menbers of the general public were reached by Council public
awar eness activities



Housi ng

The MDDC successfully advocated for the release of $10 million in
bond funds for the Hone Modification Loan Program The program
provi des loans at 0% interest or bel ow narket rate, depending on
i ncone, to peopl e W th disabilities requiring access
nodi fications. The Massachusetts Rehabilitation Conmm ssion wl|

adm nister the Programin conjunction with the Conmunity Econom c
Devel opnent Assi stance Corporation (CEDAC), a quasi-public agency
experienced in working with bond funds and housing prograns for

people with disabilities. MRC estimates that it wll serve about

200 households per year. The Council awarded a grant to Arc
Massachusetts to provide statewi de housing semnars to educate
people with developnmental disabilities and their famly nenbers
about housing opportunities in Mssachusetts. The Arc wll

connect to 2000 people through extensive outreach to | ocal

comunities. Support centers wll provide nultiple training
sessi ons, connect people to the appropriate housing resources and
provi de ongoing support as needed. A grant was awarded to
Citizen s Housing and Planning Association to conduct trainings
to increase self-determi ned housing and supports anong people
with devel opnental disabilities. Five regional trainings were
conducted in collaboration with the Home of Your Om Alliance,

presenting successful approaches to housing and supports. A
honeownership resource guide for people with disabilities was
al so produced. The Council continued its collaboration w th other

disability groups through active participation on numerous
housi ng work groups and task forces. These organizations include
the Advisory Conmittee to the Massachusetts Rehabilitation
Comm ssion for the Home Modification Loan Program the Boston
Housing Authority Consolidated Plan Disability Advisory G oup,

and the Disability Law Center housing forum

7 individuals have hones of their choice through a Council
denonstrati on project

125 people on waiting list(s) received services/supports
163 peopl e noved from congregate settings to hones in the conmunity
$2, 000, 000 public dollars were |everaged for housing

$32, 707 dollars were | everaged to expand Council housing projects

200 units of affordabl e, accessible housing were nade avail abl e

60 people in generic occupations/professions received training in
housi ng

155 people in disability related occupations/professions received
training in housing



356 public policymakers were educated about housing

5,240 copi es of products were distributed to policymakers about housing
22 people were active in systens advocacy about housi ng

965 people were trained in systens advocacy about housing

6, 000 nmenbers of the general public were reached through Council public
awar eness activities

1,500 copies of the Housing Options publication were distributed to
i ndividuals and fanilies

Heal t h

The Council coll aborated with the Departnent of Public Health and
New Engl and Index to expand the database of physicians serving
people wth disabilities to include dentists. Developed by New
Engl and |Index, the database is a conputerized network of
information available through independent living centers, the
Council and nany ot her organi zations. A hard copy resource book,
identifying dentists across the state with experience serving
people with DD is also under developnent. The MDDC is working
with faculty at Tufts Dental School to develop curriculum for
training dentists on effectively treating people with DD. The
project includes a synposium | ead by dental educators, clinicians
and persons with DD, and devel opnent of conprehensive didactic
curriculum in a flexible format for use in dental schools and
continui ng education prograns for practicing professionals. Tufts
Dental School has nade a commtnent to incorporate the didactic
curriculum and to develop a clinical conponent to provide
students with practical experience, and access to care at Tufts
University dental clinics to people with DD. The NMDDC awarded
several small grants under health. Medicaid Wrking G oup updated
and revised a nmanaged care curriculum and conducted statew de
trai nings about managed care prograns for people with DD, to
enable them to advocate for progranms that neet their needs. The
Association for Community Living conducted trainings to support
coordi nated health services between hospital and home settings.
Boston Self-Help Center produced and dissenmnated a video on

Mul tiple Chem cal Sensitivity. The Counci l continued its
collaboration wth other disability groups through active
participation on nunmerous work groups and task forces. These
organi zations include Health Care for All, the Statew de Personal

Assi stance Coalition, the Dental Registry Advisory Goup, and the
Uni versal Health Care Action NetworKk.

3,578 peopl e have needed heal th services
$6, 879, 783 public dollars were | everaged for health services

$10, 341dol lars were leveraged to expand Council health services
proj ects



$3, 110, 635 public dollars were | everaged for prevention

2 new public health care prograns/policies were created
2 current public health care prograns/policies were inproved

2 prevention prograns/policies were created/inproved

82 people in disability related occupations/professions received
training in health care

31 people were involved in systens advocacy on health care
180 people were trained in systens advocacy about health care

272 nenbers of the general public were reached through Council public
awar eness activities

1 Information and referral service for access to dental services for
people with developnmental disabilities was established through New
Engl and | ndex

Educat i on

In collaboration with the Federation for Children with Specia
Needs the MDDC conducted information and training sessions to
famlies of Portuguese children with devel opnmental disabilities
about their children’s educational rights. This project
transl ated into Portuguese and printed two thousand copies of the
Chapter 766 brochure and a Parent Manual, which were used in
Basic Rights Wrkshops and Parent Consultant Training Prograns
for parents of children with DD Ei ghty Portuguese famlies
attended Basic Rights Wrkshops and fifteen Portuguese famlies
participated in the Parent Consultant Training through which five
famlies received support and assistance to advocate for the
rights of their children. In addition forty famlies wth
children with DD received additional support and infornmation
The project has increased awareness in the Portuguese comunity
and has effectively addressed nmany educational needs of this
under served comrunity.

The Council actively participates on the Early Intervention
I nteragency Coordinating Council (EIICC). The EIICC is the
statewide interagency group that advises and assists the
Massachusetts Departnment of Public Health in the planning,
devel opnent, i npl ement ati on, and oversight of the early
intervention service system It represents the interests of
children at risk for or wth developnental delay and their
famlies and nonitors state conpliance, pronotes information
sharing, interagency coordination, and collaboration. The | CC has
led the shift from center-based care to child group services in
natural environnents, dissemnated brochures on the needs of
children with low incidence disabilities (blindness, autism and
PDD), and devel oped a physician’s guide to EIl programreferrals.

2,425 infants and young children have the services/supports needed to



reach devel opnental goals
$995, 840 public dollars were | everaged for education

$5,000 dollars were |leveraged to expand Council inclusive education
proj ects

9 people in disability related occupations/professions received
training in inclusive education

2 public policynmakers were educated about inclusive education

200 copies of products were distributed to policynmakers about inclusive
education

18 people were involved in systens advocacy about inclusive education
45 parents were trained regarding their child s educational rights

400 menbers of the general public were reached by Council public
awar eness activities

2,000 Chapter 766 brochures and parent training manuals were transl ated
and di ssem nated to Portuguese fanilies

Communi ty I ncl usion

The Council Team on Supports to Aging Caregivers conpleted a
report on the needs of el der caregivers and provided
recommendations for changing the system in Massachusetts to
better neet these needs. The Team nmet with key staff from the
Department of Mental Retardation and the Executive Ofice of
El der Affairs to pronote coordination around supporting the needs
of elder caregivers and aging individuals wth devel oprmental
di sabilities. The Council successfully negotiated an Inter-
agency Service Agreenent to initiate collaborative activities,
i ncluding surveys and focus groups of elder serving staff, DWW
care coordinators, famly  support provi ders, and el der
caregivers, cross-trainings and pilot projects designed to
i nprove coordi nati on of services.

The Council supported a project by the Massachusetts Brain Injury
Association to recruit and match coll ege student volunteers with
brain injury survivors for one on one and group socia

activities. The project organized seven college canpus PALS
Chapters in the Wrcester, MA Area having an on going, self-
sustai ning potential. PALS recruited and trained fifty-eight

student volunteers on brain injury and its effects. The project
screened thirty brain injury survivors and matched them each with
two Col |l ege PALS (student volunteers). Through weekly phone and
e-mail correspondence and events that included novie nights,
bowing, going to the mall and the science museum with their



College PALS, brain injury survivors were able to nake new
friends and regain their self-esteem

15 individuals are valued, participating nenbers of their comunities
t hrough Council projects

700 people on waiting list(s) received services/supports

$307,500 public dollars were | everaged for transportation

$6, 600 dollars were |everaged to expand Council community inclusion and
participation projects

7 private organizations prograns/policies becane nore inclusive

10 people in generic occupations facilitated community inclusion and
participation

98 people in generic occupations received training in comunity
i nclusion and participation

86 people were trained in systens advocacy about community inclusion
and participation

232 nmenbers of the general public were reached by Council public
education, awareness and nmedia initiatives about conmunity inclusion and
participation






| V: REPORTI NG YEAR EXPENDI TURES

A. Types of Reci pi ent

RECI Pl ENT Part B $| Match $ TOTAL
1. DD Counci l $568,272 $82,924 $651,196
2. Designated State Agency $50,000 $55,600 $105,600
3. Other(s) State Agency $63,600 $21,700 $85,300
4 P & A System $5,000 $105,000 $110,000
5. UAP $0 $0 $0
6. Non-Profit Organizations $393,512 $313,874 $707,386
7. O her $27,283 $0 $27,283
8. TOTAL $1,107,667 $579,098 | $1,686,765
B. Cost Categories — Priority Areas, Ceneral and DSA
Functi ons

CATEGORY Part B $ | O her(s) TOTAL

$

1. Enpl oynent $203,316 $199,184 $402,500
2. Child Devel opnent $0 $0 $0
3. Comunity Living $133,149 $0 $133,149
4. System Coordination $430,416 $225,684 $656,100
5. State Priority: Health $61,795 $15,706 $77,501
Care
6. Ceneral Managenent $228,990 $82,924 $311,914
7. Functions of the DSA $50,000 $55,600 $105,600
8. TOTAL $1,107,667 $579,098 | $1,686,765
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